Objectives The aim of this study was to explore perspectives of transition and transition readiness of young adult patients (YAs) with sickle cell disease (SCD) who have transitioned to adult health care. Methods In all, 19 YAs with SCD (ages 18-30 years) participated in one of three focus groups and completed a brief questionnaire about transition topics. Transcripts were coded and emergent themes were examined using the social-ecological model of adolescent and young adult readiness for transition (SMART). Results Themes were consistent with most SMART components. Adult provider relationships and negative medical experiences emerged as salient factors. YAs ranked choosing an adult provider, seeking emergency care, understanding medications/medication adherence, knowing SCD complications, and being aware of the impact of health behaviors as the most important topics to include in transition programming. Conclusions The unique perspectives of YAs can inform the development and evaluation of SCD transition programming by incorporating the identified themes.
Medical advances have led to drastic improvement in life expectancy for children diagnosed with chronic medical conditions, with 90% now surviving to adulthood (Rutishauser, Akre, & Suris, 2011) . As children progress through adolescence and early adulthood, transition from pediatric to adult health care becomes the next necessary step in their trajectory (Betz, 2004) . However, the time around health care transition is often marked by declines in health outcomes (increased acute care utilization and mortality) and overall functioning (Annunziato et al., 2007; Gurvitz et al., 2007; Hassell, 2010; Schwartz, Tuchman, Hobbie, & Ginsberg, 2011) . Transition-related concerns are especially relevant for patients diagnosed with sickle cell disease (SCD). Mortality rates increase significantly in the first 2 years following the transfer of medical care (Quinn, Rogers, McCavit, & Buchanan, 2010) .
Young adults (YAs) with SCD between the ages of 18 and 30 years have increased emergency department (ED) utilization and the highest rate of rehospitalization compared with other age-groups (Brousseau, Owens, Mosso, Panepinto, & Steiner, 2010) . They receive less preventative health care after leaving the pediatric setting and accumulate higher health care costs owing to increased disease effects (Blinder et al., 2013) . Factors that may be related to poor health outcomes in YAs with SCD include limited access to health care, inadequate insurance coverage, a high prevalence of cognitive deficits, and a high rate of comorbidities (DeBaun & Telfair, 2012) . Given these concerns and complications, transition programs have emerged to better prepare adolescents and young adults (AYAs) for the transfer to adult care and to optimize outcomes after transfer (Griffin et al., 2013;  care, while YAs are completing or have completed their transition to adult medicine. Studies with YAs with chronic illnesses have noted the importance of preparing early for transition, knowing how to manage their disease, locating appropriate and accessible adult care, and understanding the differences between the pediatric and adult care settings (Garvey et al., 2014; Hilliard et al., 2014; Sobota, Umeh, & Mack, 2015) . Sobota and colleagues conducted focus groups with YAs with SCD where participants identified barriers to and facilitators of transition, suggestions for programs, and definitions of successful transition.
The current study expands on current SCD transition literature by asking YAs who have transitioned to adult care to specifically evaluate the transition education and programming. The YA perspective is important because these individuals have experienced the transition process and have valuable feedback to aid in pretransfer planning. The SMART model was used as the framework to interpret the findings. The objective of this mixed methods study was to explore perspectives of transition and transition readiness of YA patients with SCD who have transferred and to identify relevant themes and topics for transition programming to better prepare AYAs with SCD for transition to adult health care.
Methods

Procedure
Participants were Mid-south residents recruited from SCD community-based organizations and adult health care providers who disseminated study flyers to potentially eligible individuals. Participants were also recruited from public venues (e.g., colleges, SCD-based events). YAs were eligible if they had a diagnosis of SCD, were between the ages of 18 and 30 years, and had attended their first adult provider visit. Our patients transfer to adult care at age 18 years; therefore, the transition latency (duration since transfer to adult care) ranged from 0 to 12 years. We approached 64 individuals, four refused (6%), seven were ineligible (11%; e.g., did not meet age criteria, no first adult provider visit), and 53 (83%) were eligible. Of the 53 eligible, 31 (58%) indicated they would attend a focus group date. The final sample included 19 YAs (61%) participating in one of the three focus groups. This study was approved by the institutional review board and all participants signed an informed consent.
Focus Groups
A total of three focus groups (Group 1: n ¼ 5; Group 2: n ¼ 3; Group 3: n ¼ 11) were held on the hospital campus from March to September 2013. To reach thematic saturation and increase reliability, two focus groups of 10 participants each were planned per qualitative research expert recommendations (Krueger & Casey, 2009; Stewart, Shamdasani, & Rook, 2007) . Owing to lower than expected attendance (21% show rate) at the second group, a third focus group was conducted for thematic saturation. All themes were represented in all three focus groups. Focus groups were conducted by moderators (psychologist and psychology fellow) and assistant moderators (psychology fellow and psychology clinical research associate) who received training on conducting focus group interviews and recording the discussion. The moderators conducted semistructured focus group interviews using a script to guide the participant discussion. The assistant moderators took notes during the focus group to record behaviors, group dynamics, and insights and thoughts about the group discussion. Questions asked during the focus group interviews fell within three domains identified by the study team members based on the transition research literature: (1) perceptions of their own transition and transition readiness (Describe your experience with transition to an adult provider.), (2) discussions about transition with others (What kinds of things did you talk about related to transition?), and (3) suggestions for improving the transition experience (What advice would you give to adolescents who are preparing to transition to an adult provider?). Focus groups lasted between 60 and 120 min; participants were provided with a meal and a gift card for their time and study participation.
Measures
The following measures were given to obtain descriptive information and supplement data derived from focus group discussions.
Demographic Questionnaire
The demographic questionnaire asked participants about their age, gender, race, marital status, location (city/state), education, employment, annual income, number of children, health status (number of sickle cell-related problems in the past month), and health care utilization (primary type of care provider seen).
Transition Topic Checklist
This checklist was created specific to the institution's SCD transition program to assist with evaluating the importance of transition topics to be included in a transition program. Previous studies have inquired about overall input on transition and transition preparation. In our project, we asked participants to purposely rate on a scale from 1 (very important) to 5 (not important) the 28 transition topics currently discussed in clinic as a part of the institution's transition program. In addition, participants selected the top five topics from the list they felt were most important to be included in transition programming and were encouraged to write in topics that were not included on the list. This checklist did not yield a score, but served as an indicator of participants' perception of the topics being discussed in clinic.
Data Analysis
Data collection techniques included transcribed focus group discussions and questionnaires. Qualitative data were analyzed using a template organizing style with the SMART model as the organizing framework (Wu, Thompson, Aroian, McQuaid, & Deatrick, 2016) . Audio recordings from each focus group were transcribed verbatim, and transcripts were checked against audio recordings for accuracy. Transcripts were independently coded by two study team members experienced in qualitative research and two inexperienced individuals who received training and mentorship by the experienced members. Following independent coding of the first transcript, members met as a group to resolve disagreements and reach consensus. A template organizing style strategy (i.e., development of codes and a codebook to organize data) was used to describe and classify the data (Crabtree & Miller, 1999) . Agreed on codes were compiled into a codebook. Subsequent coding of the remaining transcripts involved independent coding using the codebook, and group discussion to reach consensus. Coding was an iterative process, with each transcript discussion the codebook was revised to account for added and/or deleted codes. All transcripts were checked against the final codebook to ensure continuity. Codes were grouped into categories based on the SMART model components. We counted the number of times each code was mentioned in the transcripts to further tabulate the data. Ratings from the Transition Topics Checklist were reverse scored so that higher scores indicated higher importance. After assigning a rank value of 0 (not ranked) to 5 (ranked most important) to each participants' ranking of all factors, we computed the mean ranking for each factor to describe the relative order of topic importance to YAs. Descriptive statistics were conducted to describe demographic information of participants.
Results
The sample consisted of 19 YAs (Mean age ¼ 24.53 -years; SD ¼ 3.49) who had completed transition to an adult health care setting (Table I ). The sample was 100% African American and majority female (63.2%).
Focus Group Themes
Nine themes emerged from the data. Using the SMART model as a framework to interpret the data, qualitative analysis resulted in the identification of factors within one preexisting objective (sociodemographic/culture) domain and all modifiable subjective domains. An additional theme not included in the SMART model framework also emerged. (Table II) .
Preexisting Objective Factors
Sociodemographic/Culture Hospital experiences as young adult/culture of medicine. YAs described primarily negative experiences in the adult medical system. They spoke about poor ED experiences such as experiencing long wait times before receiving treatment and having providers skeptical about their report of pain owing to lack of physical manifestations of pain. YAs spoke about being perceived as drug addicts and SCD and its associated complications not being taken seriously by providers. As a result, participants reported avoiding going to the ED and would rather manage their disease at home than seek treatment. One YA remarked:
One or two [ER doctors] kind of know me by face, pretty much. And I feel like he kind of just looked at me like, "You're back again?" You know? Like, ". . . What do you need this time?" You know? And I don't appreciate that. . . I'm not here doctorshopping or anything, trying to get medicine out of you. I'm actually really hurting.
Modifiable Subjective Factors
Knowledge YAs identified areas of knowledge that were useful in aiding the transition process. SCD-specific health knowledge, such as knowing one's disease status (e.g., individual symptoms), medication, pain triggers, and limitations to activities, was identified as important for symptom management. Awareness of SCD complications was useful in allowing YAs to take preventative measures with regards to health management. YAs also reported difficulties with knowing when to go to the ED, a factor which could make the difference between successful disease management and negative health consequences. Skills/Self-Efficacy They described specific skills they used during transition and their perception of self-efficacy, as well as how they learned transition skills. Specific skills used during transition included general health management (e.g., pain management, medication adherence), using one's health knowledge to communicate with the adult provider (e.g., advocating for health care needs), making appointments, being mentally prepared for transition (e.g., knowing what to expect from an adult provider and potential disease-related stigma), and finding an adult doctor before transition. Taking responsibility for one's own health (e.g., engaging in disease management behaviors to avoid negative health consequences) was identified as an indicator of selfefficacy. YAs reported feeling inadequately prepared for transition. They reported learning transition skills by observing others, asking questions or talking to others, using SCD peer support, and through trial and error. YAs indicated that adolescents need to become autonomous and advocate for themselves, know their own health limits, and adhere to treatment. They reported that the best way for AYAs to learn transition skills is to have information written down (e.g., notebook of medical history), participate in roleplaying transition skills scenarios (e.g., calling the doctor or pharmacist), shadow someone who has already transitioned, and use technology: "If you text it they will [read information]. Text it or put it up on Facebook."
Beliefs/Expectations
YAs described transition as "inevitable," "a process," "a phase," "a transformation of lifestyle," and going from "child to adult." A discrepancy between pediatric and adult care was reported, with YAs describing the pediatric setting as "sheltering," "caring," and a place where they "baby you and help you take your medicine." Adult care was described as "cut throat," "serious," and a place with "more rules to follow and they are not going to hold your hand." YA reported difficulties letting go of the pediatric environment after transition. Conversely, some YAs had positive experiences, describing it as "interesting," and over time improving as they started taking better care of themselves.
Developmental Maturity
YAs expressed that not everyone is ready to transition at 18, proposing that the transition age should be a range (18-25) depending on each individual's readiness. They also reported insights into their own shortcomings, as it related to SCD management such as not placing their health as a priority during the period right after transition and not listening to provider advice.
Goals/Motivation
YAs verbalized their thoughts on the goals of the transition process. They described successful transition in terms of functioning as an independent member of society, managing one's health, and navigating adult health care. Specifically, YAs described successful transition as being in school, having a means of income, having a car, and accepting one's illness. Another indicator of successful transition was being Challenges attaining a good adult provider relationship as well as positive and negative relationships were described by YAs. They cited different processes for identifying an adult provider including word of mouth, referral from pediatric provider, and selfprocurement. Positive relationships included having a doctor who seemed to care (e.g., advocating for or helping patient navigate in the ED), had a pleasant demeanor, and took the time to check-up on their health (e.g., hemoglobin levels) instead of just prescribing medication. Several YAs reported difficulty getting along with their doctor and trying multiple doctors before finding the right one. Negative adult provider relationships were owing to perceived attitude (e.g., My mom, she goes to the doctor with me sometimes, and I'll tell her, 'Well, you can just sit in the waiting room. You don't have to come back there with me," but she, like tries to do all the talking for me, and I'm like, 'Stop. I'm not five anymore. I can do it,' but. . ..I just guess that's how they are, but she wants me to step out and do things on my own." Psychosocial/emotions (Count ¼ 31) "You've got to be ready for a doctor to treat you like an addict and be ready for another to treat you like you're not hurting, like you don't know your own body. You got to be ready for a doctor to talk to you in any kind of way and expect you to take it. Strong. You got to be strong." Transition Advice (Count ¼ 61) "Do more research before you turn 18 because there's some doctors out there [who are] really good." "Keep taking your meds and see your doctors." arrogant provider), lack of agreement on treatment (e.g., providers prescribing medication instead of examining laboratory results), and provider's lack of knowledge pertaining to SCD treatment.
Psychosocial/Emotions
YAs reported feeling scared about transition and having negative feelings about becoming more independent. They felt transition was "hard" and felt "abandoned." They also identified needing to be tough or "strong" to handle negative perceptions as well as coping with health problems (e.g., pain crises). They spoke about feeling others did not understand the challenges of living with SCD.
Transition Advice
YAs provided transition advice for adolescents, with the YAs noting the need to be prepared for negative impacts of the illness on living a normal life. YAs also remarked about staying optimistic, persevering through challenges, being accepting of their illness (e.g., "don't hide it"), living "life to the fullest," doing what is best for one's self, staying in school and "out of trouble," and following their dreams. YAs provided specific suggestions to mitigate challenges in finding an adult provider, such as researching adult physicians in the area and meeting them ahead of time, allowing early familiarization with future providers. YAs suggested using support and resources from fellow patients with SCD to help with the transition process for finding a good doctor:
It's real important researching the doctor before you get there, and . . . ask some questions. If you need to write your questions down before you get there, you need to have them, and ask all the things that are important to you. "How are you going to care for me? What is your plan for me now that you've seen what my blood levels are in this initial visit? What kind of things do you think I can be doing to better manage my sickle cell or to keep me at the continued good health that I'm at?"
Transition Topics Checklist
YAs overall rated transition program topics highly. Three topics were rated most important (5) by all Comparison of the rating and rankings with the number of times topics were discussed in the focus group demonstrated that choosing an adult provider and seeking ED care also were mentioned frequently in the qualitative data. Pain and SCD management were two topics not ranked as highly on the checklist but were discussed frequently during the focus groups.
Discussion
The period following the transition to adult care is a critical period for YAs with SCD. They have increased hospital utilization and mortality rates compared with other age-groups. Focus group discussions revealed YAs' transition experiences and recommendations for improving the transition process. Similar to the research literature, YAs indicated the importance of meeting adult providers before transition, taking responsibility for one's health, having SCD-specific knowledge and skills, and taking into account developmental maturity at transition (Mulchan et al., 2016; Sobota et al., 2015) . Other similar themes included YAs recommending AYAs receive support from individuals with SCD who have gone through the transition process, experiencing adult provider lack of knowledge about SCD and the discrepancy between pediatric and adult care, and YAs not placing a priority on their health right after they transitioned (Sobota et al., 2015) . YAs spoke about not being prepared to manage experiences related to seeking emergent care and having negative experiences with ED providers not being receptive to their needs. Regarding relationships with caregivers, there was discussion about caregivers preparing them for transition, whereas other caregivers have difficulty relinquishing control, and allowing the YA become more responsible for their health. When YAs were asked to rate and rank transition topics on its importance to be included in a transition program, their ratings and rankings, to a certain extent, corresponded with the focus group interviews. Choosing an adult provider and seeking ED care received the highest ratings, were ranked highly, and were frequently discussed in the focus groups. Conversely, both pain and SCD management were mentioned in the qualitative data frequently, received relatively high ratings on the transition topics checklist, but were not ranked highly. Quantitatively, all YAs rated choosing an adult provider, seeking ED care, and coping skills as important aspects in transition preparation. When asked to rank order topics, choosing an adult provider was ranked the highest, followed by seeking ED care, understanding medications and medication adherence, knowing SCD complications, and understanding the impact of healthy/ unhealthy behaviors. Of note, there was a discrepancy for the topic of impact of alcohol and drugs on SCD. It received the lowest individual rating out of all of the topics but was ranked in the top five topics to be discussed before transition. Further, coping was rated highly by all YAs but was not ranked in the top five topics. The discrepancy between the rating and rankordering may have been owing to the fact that "coping skills" may have been viewed generally and not specific to a particular stressor; therefore, participants did not rank it in the top five topics. More research is needed to understand YAs' perceptions about and participation in healthy and unhealthy behaviors and examine stressors to inform clinical practice and the development of interventions.
Focus group discussions were consistent with the majority of the SMART model domains. Similar to Mulchan and colleagues' (2016) study revising the SMART model for SCD, themes unique to SCD emerged about disease-related stigma and pain management. Our data suggest that SMART components are not only pertinent to pretransition experiences but also applicable for the period after transfer to adult care. Within the preexisting factor domain, a unique subtheme emerged related to negative adult hospital experiences in which YAs spoke about avoiding the ED and managing pain at home until their pain was unbearable because of the long wait times and diseaserelated stigma. Interestingly, unlike previous SCD research with caregivers and providers on the SMART model (Mulchan et al., 2016; Stollon et al., 2015) , the preexisting factor of neurocognition/IQ did not emerge; participants did not mention neurocognitive issues impeding the transition process, suggesting that this is not a salient transition concern for the YAs in this sample, compared with caregivers or providers in the research literature. Given that patients with SCD are at risk for overt strokes and silent cerebral infarcts and related cognitive deficits, patients' perceptions about cognitive functioning and associated outcomes would be a relevant future area of research . Separate from the SMART model components, YAs gave transition advice and suggestions. This feedback may be helpful in informing transition programming and improving specific areas within the SMART model such as knowledge, skills, and relationships. Overall, our findings fit the SMART model and Mulchan et al.'s revised SMART model for SCD and both models are applicable to the SCD population.
Regarding indicators of successful transition, YAs emphasized not only disease management skills but independent living skills such as having a source of income. This is an expanded definition from the Sobota study where YAs defined successful transition as gradually assuming responsibility for their management of SCD. Thus, YAs with SCD are grappling with general transition to adulthood issues experienced by all AYAs regardless of health status. For those individuals with SCD, the challenge of transitioning to adult health care is embedded in the global challenge of becoming more independent. YAs with SCD would benefit from transition programming that addresses transitioning to independent life in addition to transitioning to adult-centered care (Abel et al., 2015) . Therefore, in evaluating transition programming, researchers should add an assessment of disease management skills and independent living skills, in addition to health care utilization, a commonly used outcome.
During the focus group discussions and indicated on the Transition Topics Checklist, YAs reported that finding an adult provider with knowledge about SCD management is a priority for optimal transition, in addition to cultivating positive relationships with providers. Few adult providers are available with expertise and interest in SCD management (Sobota, Neufeld, Sprinz, & Heeney, 2011) . It is important for pediatric settings to form partnerships with adult facilities to help engage and train adult providers. Pediatric settings should provide AYAs with information about adult facilities and facilitate scheduling first visits. Once AYAs identify adult providers, building a working relationship is advantageous. However, evidence suggests that health care providers hold negative attitudes toward individuals with SCD, which impacts the patient-provider relationship and quality of care . Factors related to poor patient-provider relationships include perceptions of trust and perceptions of discriminatory experiences with providers, and trust has been found to mediate the relationship between perceived discrimination and not adhering to provider recommendations (Haywood et al. 2010 (Haywood et al. , 2014 . Efforts have been made to reduce providers' negative attitudes of individuals with SCD and improve attitudes of trust with SCD-specific educational conferences and video-based interventions (Haywood et al., 2011; Haywood, Williams-Reade, Rushton, Beach, & Geller, 2015; Jenerette, Brewer, Silva, & Tanabe, 2016) . However, there are no published studies of SCD programming or interventions to improve the patient-provider relationships from the perspective of the patient. YAs would benefit from learning strategies to communicate effectively with providers, especially when experiencing significant pain.
A noteworthy study finding was YA suggestions for ways that AYAs can learn transition information and skills. Participants suggested practicing skills with roleplaying different transition scenarios, shadowing other adults who have transitioned, and utilizing technology and social media. To guide the incorporation and delivery of skills teaching during transition programming, resources such as the Working to Improve Sickle Cell Health care (WISCH) Transition Affinity Group's curriculum can be adopted. This transition curriculum for SCD includes disease management and self-management skills as essential components in transitioning programming (WISCH Transition Affinity Group Members, 2013).
To our knowledge, there is a paucity of literature examining interventions that teach transition skills; most research has focused on assessment of disease knowledge and perceptions of skills and self-efficacy. Future research should develop interventions to assess skill attainment such as scheduling an appointment or refilling a prescription. It is essential for interventions to take into account cognitive deficits that may impact learning and retention of information. Additionally, future research should incorporate technology and mobile tools to engage AYAs with SCD in learning self-management skills. A survey of adolescent patients with SCD found that patients preferred transition education be taught in clinic or through an interactive technology-based program at home . They also preferred accessing their medical history information through a laminated card to carry or a smartphone app . Mobile health tools providing beneficial information about reproductive options and assisting with monitoring and managing pain symptoms have been developed and tested for feasibility (Gallo et al., 2016; Jacob, Duran, Stinson, Lewis, & Zeltzer, 2013; Jonassaint, Shah, Jonassaint, & De Castro, 2015) . These technology-based tools provide an opportunity for AYAs to become more engaged in their SCD management through familiar means.
There are limitations to our findings. The SMART model is based on multiple stakeholders' perspectives, and our sample included only the YA perspective. Including the voices of caregivers and providers (adult hematologists, ED providers, hospitalists, and internists/primary care physicians) would give a more comprehensive picture of SCD transition. Besides having a small sample size, another limitation is that the majority of participants (73.7%) received care from an adult hematologist indicating that our sample included YAs who have a regular source of medical care. More information about those who declined study participation or those who agreed to participate and then did not show would provide a better understanding of the representativeness and identify individuals that are difficult to engage. Therefore, the transferability of the results may not take into account YAs who do not have a usual source of care or who live in rural areas. Additionally, the findings may have been impacted by the amount of time since transfer to adult care, as some participants were remembering transition experiences from 10 to 12 years ago, and the transition programming and process had likely changed over this period. Lastly, the focus group format may have been a limitation in that group dynamics and moderator style may have impacted the topics shared. However, we believe our findings add to the current SCD transition research literature because it provides the unique perspective of YAs who have experienced the barriers of transitioning to adult care.
In conclusion, our study describes the distinct perspective of YAs with SCD who have completed the transition from pediatric to adult care. In all of the focus group discussions, YAs expressed an interest and willingness to provide mentorship and support to adolescents. Study results offer insightful and meaningful data to guide transition planning of children with SCD as they age into adulthood. YAs recommended early identification of adult providers, support from others with SCD to help with the transition process, and skills to increase autonomy, advocacy, and adherence. Transition programming emphasizing preparation for building new relationships with adult providers, navigating the adult health care system, and offering experiential teaching is essential. Incorporating the unique perspectives of YAs with SCD is important for tailoring transition programs to AYAs' specific needs.
